Introduction studies using proxy ratings, that is, when someone else, for example, significant others or health care staff, rates the patient's symptoms. Studies focusing on comparisons of self-and proxy assessments of pain 23 and proxy ratings of quality of life among patients with dementia 24 show that the ratings differ and that even people who state that they know the older person well do not really know him or her. There is, therefore, a need for a deeper understanding of these differences in order to guide health care professionals in the provision of care.
The present study has its starting point in two previous studies from the existential loneliness study (LONE study). 25 The LONE study is on the development phase of a complex intervention, 26 where existential loneliness is explored through interviews with frail older people, 16 their significant others, 17 and health care staff. 22 The aim of this study was to contrast frail older (>75) persons' experiences with their significant others' perceptions of existential loneliness.
Methods and material

Design
The present study has its starting point in two previous studies, one with frail older persons' experiences of existential loneliness 16 and the other regarding significant others' interpretations of the older person's existential loneliness. 17 Since the two first studies focused on experiences and perceptions, respectively, and this study aimed to explore contrasts, we used an inductive approach in a secondary analysis of these interviews. A case study design was chosen since the intention was to present a complete description of the phenomenon within its social context and answer the questions of 'how' and 'why'. 27 Individual interviews with frail older persons and interviews with their significant others, as well as field notes, served as a basis for analysis. Since a case study is a method for structure rather than a method for analysis, 27 a thematic analysis 28 served as a tool to interpret the data. The thematic analysis made it possible to search for themes and patterns in the data and to contrast experiences and perceptions.
Setting
The concept 'frail older people' was defined as older (>75) persons, late in life and dependent on long-term care or services related to health problems. The word 'frail' relates in this study, as well as in the LONE study, 25 to a frail physical body due to illness and physical impairments. The care was given by formal caregivers from the municipality or the county council. In order to attain variation, persons from different care contexts were interviewed: Primary health care centre, Municipal home care, Residential care, Hospital, Specialised palliative home care and Specialised palliative ward. Data were collected in the southern part of Sweden.
Data collection
Three separate data collections served as a basis for this case study: individual interviews with frail older people (n ¼ 15), interviews with one or more of their significant others (n ¼ 19) and the researchers' field notes from the interviews with the older persons. Saturation was reached when the researchers who did the interviews assessed that nothing additional of relevance for the study came up in the interviews. In total, 23 older persons were interviewed. 16 Since the aim of this study was to contrast experiences and perceptions, it was necessary to use paired interviews which consisted of one older person and his or her significant others. Therefore, it was only possible to use 15 of the 23 interviews with the older persons since they were the ones who had designated a significant other.
Interviews with older persons. The older persons were identified by a designated contact person at each care unit who provided oral and written information about the study. If the older person gave his or her permission, his or her name was communicated to one of the co-workers who contacted the older person, asking him or her whether he or she wanted to participate in the study. Among the older persons, seven were men and eight were women, aged 76-101 years (median ¼ 86 years). For a description of the sample, see Table 1 .
The interviews lasted between 46 and 147 min (median ¼ 72 min) and were conducted between February 2015 and July 2016. The interviews were of a narrative nature, and after an initial conversation about who we were and why we were there, the informants were asked about their experiences of loneliness in general. Thereafter, the concept of existential loneliness was introduced as follows:
We are particularly interested in your experiences of a deeper feeling of loneliness, called existential loneliness, a feeling that can come and go and be more or less intense. Could you please describe a situation when you experienced existential loneliness?
The older persons were interviewed by researchers other than the authors of this article, within the LONE study team. For a more detailed description of the interviews, see Sjöberg et al. 16 Interviews with significant others. In connection with the interview, the older persons were asked if they had anyone who was close to them and who might agree to be interviewed. If the older person gave the name of a significant other, that name was communicated to H.L. (the first author). The significant other was then contacted by telephone by H.L., who inquired whether he or she would agree to receive a letter with information about the study. A couple of days after the letter had been sent out, the significant other was contacted again by telephone and asked whether he or she wanted to participate. Four of the older persons gave names of two significant others while 11 of the older persons gave only one name of a significant other. Altogether, 20 significant others were identified and asked to participate; 1 declined, which resulted in 19 persons agreeing to participate. All the significant others characterised their relation to the older person as close or very close. The interviews were individual, except one that was done with a couple. Among the significant others, 6 were men and 13 were women, aged 49-86 years (median ¼ 63 years). The interviews lasted between 40 and 90 min (median ¼ 51 min) and were conducted between February 2015 and August 2016. For a description of the sample, see Table 1 . The interviews were of a narrative nature, and after an initial conversation about loneliness in general, the concept of existential loneliness was introduced as follows: 'We are, in particular, interested in a deeper feeling of loneliness, called existential loneliness, a feeling that can come and go. Can you try to remember any situation when you perceived that your . . . experienced this kind of loneliness?' For a more detailed description of the interviews, see Larsson et al. 17 Field notes. According to Yin, 27 a case study is interested in how a phenomenon is revealed in its context and therefore the field notes were important. After each interview with the older persons, field notes were taken by the researchers who did the interviews. The field notes were important in order to understand the context and focused on three aspects: (1) the physical environment such as living in older houses with high ceilings close to the city centre, smaller houses in the countryside or in a nursing home where material belongings bore witness of another life; (2) the atmosphere during the interview, such as if they wanted us to have some coffee, had laid the table with their finest china or merely wanted to talk to us; and (3) the researcher's thoughts and impressions of the interview situation, such as whether the older persons found it difficult to make their voice heard or to find words to express their experiences.
Analysis
In accordance with Yin, 27 the next step was to select cases. In this study, a case was composed of the narratives of one older person, his or her significant other(s) and the field notes. The following step was to design a protocol 27 that focused on contrasts in experiences and perceptions of existential loneliness. Thus, the interviews with the older persons, the interviews with their significant others and the field notes were read as a unit. Each of the older persons' and their significant others' narratives and the field notes was condensed into a reduced narrative with focus on the older person's context and on his or her experiences of existential loneliness, and significant others' perception of the same. This procedure resulted in 15 constructed narratives totalling about 40 pages. The 15 constructed narratives were analysed using Braun and Clarke's 28 guide as follows. The narratives were read repeatedly in order to become familiar with the text. This step was done independently by the four authors, who then came together to compare and contrast their impressions of the text. This was followed by the first author coding meaning units in the text that were related to the aim. The codes were thereafter discussed among the authors until agreement was reached and grouped into themes. The analysis moved back and forward between the 15 constructed narratives, cross-case conclusions and the three themes. For an example of meaning units and themes, see Table 2 . The themes can be seen, according to Yin, 27 as drawing cross-case conclusions. Based on the three themes, three new cross-case narratives were constructed to illustrate the contrast between older people's experiences and their significant others' perceptions of existential loneliness. An illustration of the procedure in the analysis is presented in Figure 1 . Ethical approval and consent to participate
The study was performed in accordance with the ethical guidelines by Helsinki Declarations 29 and approved by the Ethical Review Board, Lund, Sweden (Reg. no. 2014/652). The informants, both the older persons and their significant others, received oral and written information about the aim of the study and about the procedure, together with a guarantee of confidentiality. They all gave both verbal and written consent to participate. It was made clear to the informants that they could withdraw from the study at any time and they were informed that their participation or their withdrawal would not affect the care in any manner. A risk was that the frail older persons would be exposed to too much stress during the interviews, and therefore it was important to be sensitive and not force the older persons to say more than they felt was possible. Permission to audiotape the interview was obtained from the informants. Different people interviewed the older persons and their significant others for ethical reasons such as integrity. If significant others asked what the older person had talked about, we could honestly say that we did not know. For this study, we looked at the pairs (older person together with their significant other), but the findings are presented at a group level to guarantee confidentiality.
Findings
Below, the narratives of the older persons, their significant others and the field notes are connected and presented in the shape of three themes that contrast their experiences and perceptions of existential loneliness. The themes were Meaningless waiting in contrast to lack of activities, Longing for a deeper connectedness in contrast to not participating in a social environment and Restricted freedom in contrast to given up on life. 
Meaningless waiting in contrast to lack of activities
The older persons describe how they are in a phase in life that consists of waiting. They are continuously waiting -for health care staff, for their significant others, for help getting to the toilet and for the possibility to go outside. They describe how waiting makes them feel that their life has become meaningless, empty and isolated, and such feelings give rise to existential loneliness. Significant others also relate the older persons' existential loneliness to feelings of meaninglessness and worthlessness but in relation to physical limitations and argue that it is the lack of suitable activities for older persons that triggers existential loneliness. In their endeavours, they try to encourage the older person to participate in activities and suggest that this could make existential loneliness decrease. However, the older persons do not express a longing for activities but rather a desire to be of importance to someone else. They describe how no one does things together with them but only for them. This theme is illustrated below by 'Martin'.
Cross-case narrative. Martin is 92 years old. He lives alone in a small apartment at an assisted living facility. He feels that his life has no meaning for anyone else anymore, which makes him experience existential loneliness. He feels that no one asks for his opinion or knowledge anymore. His significant others believe that Martin's existential loneliness relates to his physical limitations making him unable to take part in activities as he used to do. Martin spends most of his time in bed, where he has a clock, a TV and a music system. The clock is a constant reminder of how time passes even though Martin's life has become silent and characterised by waiting. His significant others perceive that Martin is doing well and that he is being taken good care of, while Martin himself thinks that his day is all about waiting for help from others. He feels that no one wants to do things together with him, only for him. Earlier in life, Martin experienced his home as a place for rest and tranquillity after work and travels. Now, his home has become a place for waiting rather than calmness. Before, he was the one everyone else was waiting for, and now he is the one who is waiting. For his significant others, these feelings of tiredness and waiting that Martin describes are disguised; instead they perceive that Martin needs something to do that keeps him busy, while Martin talks about the longing to be of importance to someone else.
Longing for a deeper connectedness in contrast to not participating in a social environment
The older persons describe how they feel excluded when they are among people whom they do not feel any connectedness with, or when they have no one to share essentials in life with. They describe how such situations give rise to existential loneliness. Significant others also relate the older persons' existential loneliness to emptiness due to losses of friends, family and places but rather they talk of the importance of having a social environment where it is possible to come together with people, since they believe that older persons experience existential loneliness if they do not socialise with others. Significant others describe how they often visit or call the older persons, but despite this, the older persons claim that few people, and sometimes no one, have deep and meaningful conversations with them. The conversations they refer to are about events in society, politics or news rather than daily things like the weather or when dinner is served. As the older persons gradually lose their long-term relationships with friends and family, significant others try to construct a new social environment for them. Significant others perceive that older persons' existential loneliness relates to their withdrawal and that they therefore end up without a social environment. This theme is illustrated below by 'Lilly'.
Cross-case narrative. Lilly is 83 years old and has lived in a nursing home ever since her husband died a couple of years ago. She feels that her life has become so hard since her husband died because she has no one to share difficult decisions with. An example of this is when she was at the hospital and had to decide whether she wanted a treatment or not. The doctors had discovered a tumour in her back and gave her different alternatives of treatment to choose between. She felt that she had no one to talk to about what she should do and she felt very lonely in her decision. Lilly experiences existential loneliness when she has no one to share moments like that with. She describes her experience like a new kind of loneliness, a loneliness that she has never felt before. Her significant others, however, perceive that Lilly's existential loneliness has to do with her being left out of the community at the nursing home and believe that Lilly could leave her room more often to spend time with the other residents. However, to be left out of the community is not something that Lilly talks about. She misses someone to share essentials in life with and that induces a feeling of existential loneliness. Lilly feels that her significant others have no interest in what interests her, namely art and music. Instead they suggest, for example, that she watches TV so that she has something more 'ordinary' to chat about, which they believe could help her integrate into the community at the nursing home.
Restricted freedom in contrast to given up on life
The older persons experience existential loneliness when they are not given the opportunity to express their wishes or choose by themselves in their everyday life, since they are dependent on other people's help. Significant others also relate the older persons' existential loneliness to dependency, but they do not talk about how the older person can no longer choose by themselves. They do not perceive the situation in a similar way; that is, they do not relate the older person's situation to restricted freedom but instead they relate the older person's existential loneliness to him or her having given up on life and lost his or her fighting spirit. This contrast between the attitude of the older person and that of their significant other also includes the material world. When the older person can no longer choose where to live, this gives rise to existential loneliness. Significant others, on the contrary, in their endeavours, want to find a comfortable home for the older person. They try to compensate the older person and facilitate things for them by helping them make decisions in daily life. However, the older persons feel that decisions are made for them and not together with them, which increases their existential loneliness. This theme is illustrated below by 'Jenny'.
Cross-case narrative. Jenny is 86 years old and lives alone in an apartment on the ground floor. She does not want to live in this apartment, but she feels that she has no other choice, and therefore she experiences existential loneliness. Jenny describes how throughout her life she has moved and changed her life depending on the circumstances, but now she can no longer choose where to be, and to feel like this is a new situation for her. The strategies she always used before when dealing with different situations in life are no longer possible. She feels that she cannot influence her daily life since she is dependent on other peoples' help. She can look out through the windows, but she cannot get outside. Her significant others instead relate Jenny's existential loneliness to how she has given up on life and not to her lost freedom. They believe that it was good for her to move and that those who got her to do so did well. The significant others perceive the apartment on the ground floor as a comfortable place for Jenny, and they believe that she is doing well at this place with windows in several directions. However, Jenny yearns for the place where she believed she could live for the rest of her days. If she had the opportunity to choose, she would move back again. She had to get rid of most of her material belongings when she moved. For Jenny, every belonging was a memory of her life and made her feel at home and anchored in her life, connected to the people she knew and the travelling she had done, while her significant others perceive that it was nice for her to get rid of a lot of her belongings. Jenny thinks it is so hard and she feels reluctant to stay at this place and does not recognise herself in her new life. Her significant others continue instead to talk of the importance of not giving up and they do not perceive the existential loneliness that Jenny feels when she has no possibility to choose for herself.
Discussion
The findings from this study highlight contrasts between older persons' experiences and significant others' perceptions of existential loneliness. These contrasts were identified as (1) Meaningless waiting in contrast to lack of activities, (2) Longing for a deeper connectedness in contrast to not participating in a social environment and (3) Restricted freedom in contrast to given up on life. The findings can be seen in the light of the existential psychologist Emmy van Deurzen's 30 description of different dimensions in a person's life world. First, the physical dimension 'Umwelt' 30 is characterised by different paces of life. In the present study, the older person's everyday life is characterised by waiting while their significant others often have a busy everyday life with family, friends and hobbies. Second, the social dimension 'Mitwelt' 30 is characterised by different processes. In the present study, the older persons have gradually lost their social environment, as they can no longer participate in such an environment, or have lost longterm relationships while their significant others often have, for instance, a social environment where they belong. Third, the personal dimension 'Eigenwelt' 30 is characterised by different roles. In the present study, the older persons, due to increasing bodily and mental limitations, are gradually losing their roles in the family and in society while their significant others have often retained a significant and meaningful role in the family and in society. This, in turn, reflects the different perspectives older people and their significant others have, and might explain why significant others have difficulties in taking the older persons' perspective on a deeper level. One tension between frail older persons and their significant others occurs when they have different views of how to find meaning in life and thereby reduce existential loneliness. Significant others position themselves from their own perspective to determine what brings meaning in the older person's life. The results showed that the older persons' daily life was permeated by a continuous waiting, which resulted in a feeling that their life was meaningless. Significant others, instead, talked about the need for activities as a means to bring meaning to the older person's life. However, the older persons did not miss general activities but rather activities that gave a deeper sense of meaning. Frankl 9 describes how the ability to find meaning in existence is essential. If older persons have trouble finding meaning in their existence, there is a risk that their well-being will decrease, and it might decrease further if they are not given the opportunity to discuss their thoughts and feelings on a deeper level. 31 In addition, other studies have shown that there is a link between, for example, lack of a meaningful life and depression. 18 Bergum and Dossetor 32 describe the importance of following a person closely and being genuinely interested in recognising the other person's wants and wishes. In addition, Martin Buber 33 describes the importance of listening, not only to the spoken words but also to the facial expressions, the tone of voice and the unspoken words. 33 When older persons no longer have the ability to create their own meaning, significant others and health care staff are essential resources. Since the older persons in this study particularly talked about the importance of being, and not doing, the challenge seems to be to account for the older person's need of being. In a study regarding nurse assistants' experiences of providing palliative care in municipal residential care settings, the findings reveal the dilemma of focusing on the being, that is, the relation, when the doing, that is, the task, has the highest priority. In addition, even if health care staff identify relational and existential needs, the organisation can be a barrier to meet those needs when the task-oriented actions are promoted. 34 How to recognise and support a meaningful existence for people who are old and frail is thus something that needs to be given high priority in health care settings in order to promote well-being and a meaningful life.
Another tension between older persons and their significant others occurs when they have different views of how to feel connected in life. The results showed that significant others talked about 'being connected' in terms of having many social contacts and suggested more social activities in nursing homes to reduce existential loneliness. However, what prevented older persons from feeling connected was the lack of close relations where they could have deep conversations about meaningful topics. Other studies have revealed that there are periods in life when it is difficult to feel connected, for example, in combination with a severe illness 14 or in a new context, something that has been expressed as 'feeling lonely in an unfamiliar place'. 31 This is in line with the thoughts of Tillich, 8 who has described the essence of how to feel connected in terms of either 'taking part' or 'being a part', where both aspects are needed in order to feel connected in life. The findings from our study show that the older persons are 'taking part' to a larger extent than 'being a part'. Even if the significant others endeavour to connect the older persons to a new social context, it may be difficult for the older persons to feel that they really are 'being a part'. The tension can also be understood in the light of the two parties being in different phases of life. The older persons are in their last phase in life, termed the 'ninth stage' by Erikson and Erikson. 35 This stage is characterised as a balancing act between negative and positive aspects in life, where the negative aspects are increasingly in focus. 35 For health care staff, the awareness of different phases in life is essential; otherwise it might be difficult for frail older persons to feel understood in their existential loneliness. For older persons to feel connected, connectedness in a deeper sense is vital.
Finally, yet another tension between the older persons and their significant others occurs when they have different views of freedom. The results showed that significant others often took on the role of decisionmaker for the older persons, perceiving that their help made it easier for the older person to manage his or her situation. However, for the older persons, existential loneliness arose when they felt that they no longer had a choice, when someone else took decisions for them and not together with them. Bergum and Dossetor 32 describe the role of significant others as being both that of a witness and a decision-maker. A witness is the one who 'knows something' and a decision-maker is the one who makes decisions for others. Significant others are important, both as witnesses and as decision-makers, and several studies highlight the importance of health care staff listening to significant others. [4] [5] [6] However, there is a risk that this will be at the expense of the older person's voice. Not being listened to, or being unable to make one's voice heard, can result in feelings of powerlessness and lack of autonomy. 32 Freedom of choice and freedom to influence one's own life are crucial aspects of autonomy. 32 For significant others and health care staff, it is important to give older persons in need of care the opportunity to choose. Related to this is trust -a key value in the care of older persons. However, trust is a sensitive concept and grows in the presence of warm and empathic relations. 33 An interview study by Tuominen et al. 36 shows that it is not the life-changing events that make older persons feel autonomous and free but the daily events, such as control of one's bedtime, dressing, privacy and social life with relatives. Therefore, it seems important to preserve older people's independence and autonomy as far as possible, even concerning daily activities. How to involve frail older persons and make their voices and choices heard, when they are dependent on help from others, is a critical topic for ethical discussions among health care professionals.
Methodological considerations
There are limitations to this study. Even if it was the older persons themselves who gave the name/s of significant other(s), there is a risk that the significant others were not as close to the older persons as they needed to be in order to be able to interpret the older person's existential loneliness; this could potentially reduce credibility. 37 However, all of the significant others characterised their relation to the older person as close or very close. Another limitation is that there is no clear consensus on the concept of existential loneliness. This may be seen as a weakness and a challenge to the credibility of our data. 37 To counter this possibility, we introduced the concept to the informants in the written information and started the interviews, both with the older persons and their significant others, with the description of existential loneliness as a deeper feeling of loneliness. In addition, the interviews were done by two persons, one junior researcher and one senior researcher, who were both familiar with conversations about existential issues. Since the first author (H.L.) did the interviews with the significant others but not with the older persons, there was a risk that her pre-understanding of the significant others' views affected the interpretations of the older persons' views in the analysis. 37 To minimise this risk, it was vital to listen to the interviews with the older persons and to read the transcriptions and the field notes. Another measure was to involve the second author (A.K.E.), who had not taken part in any of the interviews and therefore was not influenced by any interview beforehand. In addition, to safeguard confirmability, 37 the four authors have different professional backgrounds, including caring science, theology, geriatric nursing and human geography. All four authors took part in the analysis and discussed the themes until an agreement was reached. In order for the researchers' interpretations to be verifiable, 37 every step in the methods has been described and illustrated in a figure, extracts from raw data have been presented in a table and a narrative has been extracted to exemplify each theme. Concerning the transferability 37 of the results, the informants in this study were identified within a Swedish health care context and the study had no participation of people with a migrant background, except for one of the significant others, which might limit the transferability. However, the informants were identified within different health care contexts to increase variation, which might strengthen the transferability to several settings.
Clinical implications
This study highlights the importance of listening to both the older persons' experiences and their significant others' perceptions, but in order to handle ethically difficult situations, where health care staff have to choose between alternative courses of action, it is of great importance to be aware of whose voice the care is based on. One way to bridge the gaps in these revealed contrasts could be a more relation-centred approach 1 where both the frail older persons' story and their significant others' voices are given equal weight. In the present study, the findings reveal the importance of listening to both the frail older person and the significant other(s) rather than only one perspective or favouring one perspective over the other. Such knowledge is important in the provision of care and could be of use as a basis for ethical reflections in the care of older people and in the encounter with significant others.
